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Governing Board (GB) is ERDERA’s main decision-making body. 

Composed of representatives from participating countries, patient organisations, industry, EU 

research infrastructures, the European Commission, and other key stakeholder groups.  

ERDERA’s structure brings together national and international experts, 

funders, and stakeholders through a set of key bodies with defined roles. 

Board of Funders (BoF) works alongside the 

GB but focuses specifically on decisions 

related to joint transnational calls (JTCs). It 

ensures financial coordination and commitment 

from national and European funders

Patient and Public Involvement and Engagement (PPIE) is an 

active partnership where patients, carers, and the public work 
alongside scientists to shape health research, contributing their 
real-world knowledge and lived experiences .

GB is responsible for steering the overall strategic 

direction of ERDERA, approving annual work plans, 

and ensuring alignment with European and national 

policies. It also plays a key role in supporting the 

uptake of ERDERA outcomes and planning for 

sustainability.



Horizon Europe – International partners

22 non-EU countries are associated with Horizon Europe

Association to Horizon Europe is the closest form of cooperation with non-EU countries. Entities of associated countries can participate in 

programme actions on equal terms with entities of EU countries*. Indicative funding amount for Horizon Europe for the period 2021-2027 is € 93.5 B .

Albania Kosovo Ukraine

Armenia Moldova United Kingdom

Bosnia & Herzegovina Montenegro

Canada New Zealand § From January 2027

Egypt North Macedonia Australia [Pillar II]

Faroe Islands Norway From 2026

Georgia Serbia Japan [Pillar II]

Iceland Switzerland

Israel Türkiye

Korea Tunisia

New Zealand signed an association agreement with Horizon Europe on July 9, 2023, becoming the first non-geographically European partner country to join Pillar II ** of 

the EU's research and innovation program. Australian organisations have participated in 239 projects and as of January 2027 will transition to being an ‘eligible entities’; 

granting direct, routine access to EU funding under Pillar II** on equal terms with EU Member States, and to lead project consortia.

Testimony to the world-class calibre and exceptional quality of its research ecosystem, nearly one in four individual applications from Australian and New Zealand  research 

entities is selected for participation in the programme - resulting in an impressive 24.39% success rate. 

* Article 16 of the Horizon Europe Regulation.

** Pillar II addresses societal challenges in the digital, industry and space; 

climate, energy and mobility; and food, bioeconomy and agriculture fields

https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/albania_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/kosovo_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/ukraine_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/armenia_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/moldova_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/united-kingdom_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/bosnia-and-herzegovina_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/montenegro_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/canada_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/new-zealand_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/egypt_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/north-macedonia_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/faroe-islands_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/norway_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/georgia_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/serbia_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/iceland_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/switzerland_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/israel_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/turkiye_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/korea_en
https://research-and-innovation.ec.europa.eu/strategy/strategy-research-and-innovation/europe-world/international-cooperation/association-horizon-europe/tunisia_en
https://eur-lex.europa.eu/legal-content/EN/TXT/?uri=CELEX%3A32021R0695&qid=1635948323963
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ERDERA: Our Global Scale & Investment

ERDERA brings together diverse expertise and significant resources to advance its mission, 
demonstrating a strong commitment to global collaboration.

Diverse Partnership Network

Our mission is powered by a broad 

network of nearly 180 organizations 
from 37 countries, including:

• Funders

• Research Institutions

• Hospitals 

• Research Infrastructures

• Patient Organizations 

• Industry Partners

Extensive Global Reach

ERDERA spans 25 European Union 

countries (except Croatia and Malta) and 
numerous associated and non-EU 

countries, fostering international 

cooperation (Australia, Canada, Iceland, 
Israel, Georgia, Morocco, New Zealand, 

Norway, Serbia, Switzerland, Türkiye, 

United Kingdom)

Substantial Financial Commitment

A significant financial commitment 

underpins our ambitious goals, with a 
total budget of approximately €380 

million:
• €150 million investment from the 

European Commission

• Over €230 million contributed by 

participating countries and 
institutions

• Every partner contributes to our 

collective actions



Towards a comprehensive RD Research Ecosystem

Funding InfrastructuresStrategy Patient needs Healthcare+
ERA-Net Rare (2006-

2018) + EJP RD 
(2019-2024)

Orphanet (1997), RD Connect 
(2012), ERDRI (2019), Solve-

RD (2018), EATRIS, ECRIN, 
BBMRI, (2013)etc.

IRDiRC (2011)
RD Moonshot (2022)

EURORDIS (1997) European 
Reference 

Networks (ERNs, 
2017)

2019 - 2024 2024 - 2034



ERDERA has received funding from the European Union’s Horizon Europe research and 

innovation programme under grant agreement N°101156595.  Views and opinions expressed 

are those of the author(s) only and do not necessarily reflect those of the European Union or any 

other granting authority, who cannot be held responsible for them.

Improving the health and well-being 
of 30 million people living with a rare disease 

by making Europe a world-leader in RD research and innovation.

New effective therapies 
approved in Europe and 

beyond, the majority of which 
addressing diseases without 

approved options

Better understanding of the 
impact of rare diseases on 

patients, families and society to 
improve quality of life

Diagnosis established or 
enrolment in systematic 

research in average within 6 
months after coming to 

medical attention



Rare Diseases
-Virtual Platform (RD-VP):

Finding and accessing the data ecosystem

Data readiness services

Data sharing and analysis services

Knowledge bases and ontologies for RD research

Mentoring and consultancy

Regulatory support service

Methodological Support

Education and training
in rare diseases research

Technology accelerator

Public-Private Collaboration
Accelerator

Coordination and management
Communication & dissemination

Joint Transnational Calls 
for collaborative research projects

Clinical trial call management

Networking to share 
knowledge on research

Diagnostic data availability

Genome re-analysis 
research pipeline

Innovation to shorten time 
to RD diagnosis

Real world data

Clinical Outcome Assessment

Advanced Therapeutic 
Medicinal Products

N-of-few approach

NMGs promotion and national alignment

Fostering engagement of underrepresented countries in ERDERA

ERDERA Global Collaboration



ERDERA in action



ERDERA’s research & innovation support cycle
ERDERA Research

Funding
(multinational research, 

networking, clinical trials)

Mentoring & Expertise
(translational, regulatory, ethics, 

business, etc.)

National capacity
& growth

(National Mirror Groups, 
International alignment)

Tools & Services
to Enhance Outputs

(Data Hub, Diagnostics, Clinical Trials 
Readiness)

Education & Training
(Online, MOOCs, in person, for all 

RD stakeholders)

Public-private
Accelerator (ATMP Tech, 

Exploratory Due Dilligence)

Competitive and In-house 
Research & Innovation



A fit-for-purpose model for European competitiveness

European 

Commission

Industry
Member 

State

Public

Funders

ERDERA

Tripartite

Model

STRATEGIC VALUE

De facto EU Hub 

For RD research

Dedicated accelerator

For public-private collaboration

Reinforces Digital sovereignty

& global competitiveness

ERDERA is currently the only co-funded partnership

operationalising the Tripartite model (desired for the next Framework Programme)



ERDERA has received funding from the European Union’s Horizon Europe research and 

innovation programme under grant agreement N°101156595.  Views and opinions expressed 

are those of the author(s) only and do not necessarily reflect those of the European Union or any 

other granting authority, who cannot be held responsible for them.

2nd International Conference on Clinical Research Networks for Rare Diseases

Frameworks for the Future
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